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This document is the first attempt to develop clear standards for palliative care services in Romania. The project of producing national standards for palliative care was born with the purpose of improving the medical care provided to a very vulnerable and insufficiently assisted category of patients. The standards can be seen as a set of criteria to be accomplished by any potential hospice/palliative care service, and could also be used by the health authorities and financers in order to evaluate the existing and emerging palliative care services in Romania. The team that contributed to the development and publishing of these standards did not attempt to define them as a level to aspire to, but simply as a core of basic requirements to ensure the quality of palliative care services provided for incurable patients in advanced and terminal stages of their disease.

The Standards for palliative care are the result of a cooperation between Hospice Casa Sperantei Brasov, ANIP (Romanian National Association for Palliative Care) and NHPCO (National Hospice and Palliative Care Organization) in the United States, as part of a RASP (Romanian-American Sustainable Partnership) program financed by USAID World Learning. The exceptional contribution of Stephen Connor, Carla Alexander, Marcia Lattanzi-Licht and George Brunjes as experts from NHPCO was crucial for the completion of this document within the limited time of the program. We are particularly grateful both to the financers and to the four US consultants.

The Romanian team invited to join the work group was formed of specialists from hospitals and oncological institutes: Oncological Institute of Bucharest, StLuke Hospital Bucharest, Oncological Institute of Cluj-Napoca and Medical Faculty of Targu Mures, as well as representatives of non-governmental organizations providing (currently or occasionally) palliative care services in the patients' homes: Hospice Casa Sperantei (Brasov) , Hospice Emanuel (Oradea), Funda1ia pentru Ingrijiri Comunitare (Bucuresti), Fundatia pentru Ingrijirea Virstnicului (Cluj-Napoca), CLEV Association (Bucharest), Mobilmed (Bucharest).

Therefore, by the wide participation to the drafting of the standards, the document is voicing the experience of the members of the National Association of Palliative Care (ANIP). The Association currently has over 100 members, physicians, nurses and other specialists sharing common interests in improving the quality of care provided to the incurable patients by interdisciplinary teams (doctors, nurses, social workers, clerics, psychologists, therapists, pharmacists etc.).

The expertise and the information supplied by the foreign partners, along with the Romanian specialists' contributions, resulted in adapting the international experience to the Romanian social and economical conditions as well as to the specific regulations of the national health system.
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WHY PALLIATIVE CARE?

Palliative care could actually be considered one of the oldest forms of medical care. For centuries, until the discovery of antibiotics, medicine only meant alleviation of suffering and pain by empirical means. Since the 20th century, medicine has become dominated by pharmacological and technological success, solely focusing on the curative and strictly medical procedures. The price for all the accomplishments was, unfortunately, overlooking the reality of diseases still incurable and neglecting the complex needs of the incurable and dying patients. As a response, the '60s marked the birth of "palliative care" and its gradual worldwide official recognition as a new medical discipline. Palliative care emphasizes the psycho-emotional, spiritual and social aspects of the human as being just as important as the physical ones, offering a model of holistic treatment.

According to the World Health Organization, "Palliative care is the active and total care of patients whose disease is not responding to curative treatment. Control of pain, of other symptoms, and of psychological, social and spiritual problems, ia paramount. The goal of palliative care is achievement of the best quality of life for patients and their families,,1 .

Palliative care was initially, and not accidentally, aiming to support cancer patients in advanced and terminal stages of their disease, since cancer is, worldwide, one of the main causes of death. Palliative care has changed the perception of the disease and made the medical professionals accept the responsibility to transform the last part of the patient's life into a time of comfort and dignity.

Due to its insidious onset and the slow, symptomless evolution, cancer is most often detected in advanced stages. In developing countries most cases are diagnosed in late stages of the disease (III and IV), when the chances of cure and survival are limited and therefore palliative care and pain control are the only realistic treatment options2.

Later palliative care became accessible to other types of chronic pathologies with uncontrolled symptoms in the terminal stages, such as organ failures, some neurological conditions, AIDS, etc.

Paediatrics are a particular challenge for palliative care, both as range of diseases and as specific methods of treatment and communication. The beneficiaries are children or adolescents whose disease was diagnosed in childhood, such as those with: cancer, congenital diseases, progressive neuromuscular dystrophies, organ failure, cystic fibrosis, spina bifida, AIDS and other life-threatening conditions with limited prognosis.

"As the disease advances towards death, attention should be paid to reduce the patient's suffering. Terminal patients need care comparable or even more intense than curative efforts Even when curative treatments are no longer appropriate, the medical professionals and the family should make all efforts to relieve the physical, emotional and spiritual suffering3".

Palliative care is a complex, active and intensive type of care, promoting the quality of life of the terminally ill patients and their families. When curative treatments bring no more improvements, hospice philosophy considers that palliative care becomes essential for the patient to die peacefully, in dignity, without pain or other distressing symptoms. Therefore, in advanced stages of the disease, care is focused on pain and symptom control, as well on the bereavement support of the family.

1 Cancer Pain Relief and Palliative Care, Technical RePort Series, Geneva, WHO, 1990 2 Cancer Pain Relief: with a guide to opioid availability, WHO, Geneva, 1996

3 Cassel E., New England Journal of Medicine, 30 March 1989
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PALLIATIVE CARE IN ROMANIA

Palliative care and pain control in cancer are still some of the unsolved issues in the Romanian as well as other East-European public health systems. The access of patients to palliative care services and the quality of life in advanced and terminal stages of the incurable disease is less than adequate. In spite of the international experience in modern and cost-efficient methods of treatment, the health authorities pay little attention to this category of patients. WHO recommends4 governments and health authorities to promote in the public health systems the new methods of pain control and palliative care principles, to ensure a better quality of life for cancer patients in terminal stages.

The first palliative care service for adults and children was founded in 1992, (Hospice Casa Speran1ei, Bra_ov). 10 years later, according to a recent study5, there were 21 centers providing various types of palliative care services: 1 purpose built in​patient unit, 1 day centre for adults, 4 mobile home care teams, 10 palliative care

services for children, 5 hospital palliative care services.
​

In Romania palliative care services are sporadic and have no financial support from the authorities and the public health system. Palliative care has no legal status yet to entitle it to funding from the health budget or the health insurances. Terms like "hospice" or "palliative care" are not mentioned in legal acts, in spite of the stipulation of the cancer patients' right to free-of-charge treatment. In legal documents, sequences such as "prevention - diagnosis - treatment - recovery" currently leave out incurable diseases and therefore the moral and ethic obligation to provide funding for patients beyond the curative stages of the disease.

An important step towards the improvement of this situation was the recognition in 2000 (by Order No. 254/9 June 2000 of the Ministry of Health and Family) of palliative care as a medical subspecialty (later changed to "competence" by Order No.418/9 July 2001). Competence in palliative care is presently obtained following a 12-week course (8 weeks theory + 4 weeks clinical practice) at the Study Centre for Palliative Care in Brasov, founded in 1997. Courses are accredited by the Ministry of Health and the National College of Physicians. Since the accreditation of the Centre as national provider of education in palliative care, many Romanian doctors, nurses and other non-medical staff have graduated in palliative care courses. They are all potential professionals able to initiate core palliative care services in many other cities of the country.

It is estimated that in Romania about 90% or cancer patients die in their own homes; amongst cancer patients 15% receive opioid analgesics and 50% have uncontrolled pain. With the incidence of cancer constantly growing (in 1999 there were 37,840 deaths by cancer, i.e. 168.2 per 100,000 population) and the majority of cases being diagnosed in incurable stages, the need of palliative care becomes an undeniable necessitl.

The initiative of the Ministry of Health and Family to appoint a task force responsible for the elaboration of a national plan for the development of palliative care services is salutary. The group should take into consideration the WHO? recommendations for developing national palliative care programs: education, financing of services through governmental policies and drug availability. This would result in developing better palliative care services, improving access to care for the patients who need palliation.

4 Cancer Pain Relief: with a guide to opioid availability, WHO, Geneva, 1996, p.3

5 Transition in End of Life Care, D.Clark, M.Wright, report for OSI 2002, p.116

6 Romanta Lup§a, report for Advanced Course in Palliative Care, Puszczykowo, Poland, 2000 ? Oxford Textbook of Palliative Medicine, D.Doyle §.a., Oxford University Press, 1998, p.1236
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HOSPICE "CASA SPERANTEI" BRA$OV

Hospice Casa Sperantei is a non-governmental organisation registered in Romania (reg.no. 9774/1992), founded in Brasov in 1992, in partnership with Hospice Ellenor based in Dartford, Kent (UK). The purpose of the charity is to improve the quality of care of the incurable patients in advanced and terminal stages of the disease and to contribute to spreading palliative care services throughout Romania.

Hospice Casa Sperantei is pioneering the hospice movement in Romania providing home cares palliative services. Hospice offers a complex care for patients of all ages, by the treatment of specific symptoms, psycho-emotional, social and spiritual support as well as bereavement support for the family.

In 1996 the hospice service was extended with a paediatric team, to assist children with life-threatening diseases having limited prognosis (cancer, congenital diseases, neuromuscular dystropies, etc.).

Hospice services are cost-efficient and much appreciated by patients and families. With a relatively small team, the Brasov hospice team can assist about 25% of the cancer patients requiring such services in the county. Our services are a continuation of the medical care provided by the public health system.

Between 1992 and 2002, over 2000 patients (adults and children) in the Brasov county were assisted in their own homes by the interdisciplinary team of doctors, nurses, social workers, psychologist and priest.

In order to contribute to the development of palliative care services to other cities of Romania, Hospice Casa Sperantei founded in 1997 the Study Centre for Palliative Care. The courses are accredited by the Ministry of Health and are developing training courses for doctors, nurses and other non-medical professionals or volunteers involved in the care of the incurable patients. The educational program in palliative care was developed through various international grants (PHARE, British National Lottery, SOROS/OSI) that promoted the centre to a regional resource centre for the Balkan area.

The range of services provided by Hospice Cas a Sperantei was completed in 2002 with the inauguration of the first in-patient unit for the patients in advanced or terminal stages. The unit also opened a day centre for adults and children in stable condition of the incurable disease, an outpatient clinic and counselling services for patients with stoma and mastectomy.

All hospice services are provided free of charge. Over 80% of the funding are provided by the UK partner Hospice Ellenor and from other external sources (PHARE, USAID, SOROS, British National Lottery, Co-operating Netherlands Foundation of EE, British and Canadian embassies). The rest of the funding results from our own fundraising activities.
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ACCESS TO CARE

Principle 1. Palliative care should be given to all patients who need it.

Standard 1.1. The hospice service provides information to the general public regarding the availability of their palliative care services in the community.

Standard 1.2. The beneficiaries of palliative care are patients with advanced progressive chronic diseases and limited life expectancy, with uncontrolled symptoms and/or psycho-social and spiritual needs.

Standard 1.3. Palliative care services have no restriction related to gender, age, nationality, religion, race, sexual orientation and disability.

Standard 1.4. The patient and family (as identified as significant by the patient) are the unit of care.

Standard 1.5. Patients should be admitted to hospice care when curative/restorative therapy is no longer effective and/or patient and family have decided to forgo curative treatment.

Standard 1.6. Each hospice program should have policies and procedures regarding the admission criteria. E.g.:

. Written informed consent of the patient (and / or legal


representative) concerning palliative care and hospice policy.

. Patients can be referred by:

- The GP;

- Specialist (in this case the GP's approval should be obtained);

- The family (should consult with GP)
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GOAL OF PALLIATIVE CARE

Principle 2. The goal of palliative care is to provide complex care oriented towards the needs of the patient and family, by means of an interdisciplinary team.

Standard 2.1. Palliative care is provided as long as needed and is based on an initial evaluation and on periodical re-evaluations or whenever it is needed.

Standard 2.2. Palliative care is provided by an interdisciplinary team.

SCOPE OF PALLIATIVE CARE

Principle 3. The scope of palliative care services addresses the range of physical, psychological/emotional, spiritual and social needs of patients and families before and after death.

Standard 3.1. To achieve the best quality services, palliative care includes medical, nursing, social, counselling/spiritual, volunteer services, bereavement support.

Standard 3.1.1. Medical services are provided by a qualified physician who is responsible for co-ordination of the care.

Standard 3.1.1.1. Medical Services include admission, initial evaluation, medical evaluation, plan of treatment, re​evaluation and follow-up, supervision, discharge, communication and education of patients and family/carer, education of staff, research.
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Standard 3.1.2. Nursing Services are provided by qualified nurses who collaborate in the establishment and implementation of the care plan.

Standard 3.1.2.1. Nursing activities include: patient assessment and evaluation, implementation of the treatment plan, ongoing assessment and adaptation of the care plan, communication with the patient/family/carer and team, supervision of nursing assistants/volunteers, education of patients/ families/carers, care of the patient and family at the time of death.

Standard 3.1.3. Social Services are provided by qualified social workers who address psychological and social concerns of patients, families and significant others, as appropriate, both before and after the patient's death.

Standard 3.1.3.1. Social services include: psycho-social assessment, care planning, interdisciplinary meetings, counselling, resource and referral services, education, patient/family advocacy, assisting with funeral arrangements, bereavement support to families, discharge planning, participation in selecting and training volunteers, promotion of palliative care, supervision, research.

Standard 3.1.4. Counsellinq and spiritual/pastoral services are essential in assisting patients and families in coping with the effects of serious illness, death and grief.

Standard 3.1.4.1. Spiritual/pastoral care should be provided by a qualified cleric or someone with equivalent education and experience and can include: meditation, counselling, prayer, sacred rituals or practices, active listening and supportive presence, participation to funerals, memorial services.

Standard 3.1.5. Counselling is provided at a basic level by each member of the interdisciplinary team. For complex psychological needs, access should be provided to professionals with expertise in the area.

Standard 3.1.5.1. Counselling services can include: individuallfamily/group/supportive counselling, crisis intervention, pre and post-bereavement counselling.

Standard 3.1.6. Volunteers' services are an integral part of the palliative care.

Standard 3.1.6.1. Volunteers serve without any material gain or benefit.
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Standard 3.1.6.2. Selection of volunteers is based on the following qualities: ability to work as part of the team, listening and communication skills, compassion, sensitivity for people with illness and loss, awareness of personal boundaries and limitations, confidentiality, respect for the patients personal beliefs, moral integrity, lack criminal background.

Standard 3.1.6.3. Volunteers with personal experience of loss should not be involved in direct work with patients/families for 1-2 years.

Standard 3.1.6.4. Volunteers who work in palliative care services need basic training and supervision by the volunteer co-ordinator.

Standard 3.1.6.5. The activity of the volunteers is based on a written contract that includes the schedule and the type of service.

Standard 3.1.6.6. Activities of the volunteers include: direct work with patients and families (e.g. companionship, shopping, respite, transportation, house keeping, bereavement support), administrative work (e.g. office work, fundraising, help in organising special events, building and equipment maintenance). .

Standard 3.1.7. Bereavement Support is an essential part of palliative care services and is provided to help patients and families cope with the multitude of losses that occur during the illness and after the patient's death.

Standard 3.1.7.1. Bereavement services are provided by: bereavement co-ordinator (social worker or counsellor), staff members and trained volunteers.

Standard 3.1.7.2. Bereavement services may include: support before and after the time of death, individual and family counselling, scheduled mailings, telephone calls, visits, memorial services and funerals, spiritual and pastoral counselling, support groups, referral to community resources.

Standard 3.1.8. Each hospice/palliative care service must provide case management for all patients.

Standard 3.1.8.1. The case manager varies based upon the needs of the patient and the resources of the programme (nurse, social worker, physician).
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Standard 3.1.8.2. The activities of the case manager include: communication and co-ordination with the members of the interdisciplinary team and with the patient/family/carer, ensuring that the needs of the patient/family/carer are addressed and met.

Standard 3.2. Palliative care services provide support to staff and volunteers in their ongoing work with death and grief.

INTERDISCIPLINARY TEAM

Principle 4. Hospice and palliative care are delivered by an interdisciplinary team.

Standard 4.1. The minimal structure of an interdisciplinary team includes: physician, nurse, social worker/counsellor, priest/cleric and volunteer. Optional: psychologist, physiotherapist, play therapist, occupational therapist, other staff with appropriate clinical experience and training, according to the patients' needs.

Standard 4.2. To avoid staff "burn-out" in home care services, management should consider the following staff/patient ratios: 1 doctor/3 nurses, 1 nurse/10-15 patients, 1 social worker/25-30 patients, 1 chaplain/50-50 patients.

Standard 4.3. The staff should have appropriate qualification in palliative care.

Standard 4.3.1. Physician: licensed, 3 years post-doctoral training or medical practice, completion of a 12-week training in palliative medicine diploma.

Standard 4.3.2. Nurse: licensed, 2 years general nursing experience, completion of palliative training (currently 5 weeks theory, 5 weeks practice), 12 additional weeks supervision by a senior hospice nurse or hospice physician.

Standard 4.3.3. Social worker: college or university degree in social work, 1 year experience in social work with

individuals/groups (desirable counselling training/experience), 1 week course in basic palliative care, 1 week course in social work palliative care, 3 months supervision by an experienced licensed social worker/psychologist see Romanian version.
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Standard 4.3.4. Chaplain: formal pastoral education, training in counselling, 1 week basic palliative care course, 3 months supervision by a medical professional.

Standard 4.3.5. Volunteer: 1 week training in basic palliative care after recruitment, including: hospice philosophy, communication skills, interdisciplinary team, concerns of the dying persons, role of the volunteer, supervision by the case manager.

Standard 4.3.6. All other disciplines involved in palliative care should have appropriate educational background and basic training in palliative care, and supervision as appropriate.

Standard 4.4. Palliative care teams should offer services within their competence/ training.

Standard 4.5. Ongoing continuous education for each member of the staff is required.

CARE PLAN

Principle 5. The hospice interdisciplinary team along with the patient and family develops and maintains an individualised care plan.

Standard 5.1. Each patient/family admitted has services delivered according to a care plan.

Standard 5.2. The patient and family participate in developing the plan according to need.

Standard 5.3. Each interdisciplinary team care plan includes: list of problems/opportunities, orders for treatment, equipment, medication, team interventions based on initial and ongoing assessments.

Standard 5.4. The initial plan of care established and instituted within 2 days of admission by at least 2 disciplines.

Standard 5.5. The interdisciplinary team care plan is developed at the first team meeting after the admission and reviewed as needed at least monthly at interdisciplinary team meeting.

Standard 5.6. Interdisciplinary team meetings are to be held at least once a week.

151 edition - 2002

National Standards in Palliative Care

NUTRITION

Principle 6. Nutrition is adapted to the patient's need, in order to maintain the quality of life. .

Standard 6.1. Palliative care services develop and recommend nutritional guidelines adapted to the individual needs and cultural habits.

Standard 6.2. The patient and the family are educated with regard to the nutritional needs specific to the stage of the disease.

CONTINUITY OF CARE

Principle 7. In order to maintain continuity of care, good communication between staff, family and other programs should be provided when there is a change in the patients' clinical status.

Standard 7.1. Hospice has written policies and procedures about transfers and discharges of patients.

Standard 7.2. When the care provided in the patient's place of residence is no longer possible, transfer procedures assure a well co-ordinated transition, depending on the level of care required.

Standard 7.3. Hospice has written policies and procedures for post​mortem compassionate care of the body, following the family and patient's wishes.
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SAFETY AND INFECTION CONTROL

Principle 8. To identify and decrease the risk of infection for staff, patients and families, the hospice develops and implements an infection control program.

Standard 8.1. Staff knows and applies the universal safety precautions.

Standard 8.2. Palliative care services require safe disposal of hazardous wastes.

MEDICATION, EQUIPMENT AND CONSUMABLES

Principle 9. Hospice provides equipment, medications, and supplies revolving around the terminal condition.

Standard 9.1. To the extent that they are available, hospice service provides medication, equipment, and supplies (see suggested equipment! minimum requirements).

Standard 9.2. The supply, storage and prescription of medication follows the legal provisions and regulations in a safe way, with maximum benefits and minimum risks.

Standard 9.3. Basic medication in palliative care includes: aspirin, paracetamol, diclofenac, ibuprofen; codeine, tramadol; injectable and oral morphine; naloxone; amitriptyline; carbamazepine, clonazepam; prednisolone, injectable and oral dexamethasone; mexiletine; scobutil; injectable and oral metoclopramid, injectable and oral haloperidol, levomepromazine; bisacodyl, lactulose; diazepam, midazolam, haloperidol, levomepromazine, lorazepam.

Standard 9.4. According to the available resources the following medication should also be available: diflunisal, naproxen, indometacin; dihydrocodeine, detropropoxyphene; methadone, hydromorphon, fentanyl; imipramine, fluoxetine, paroxetine, valproic acid, sodium valproate, phenytoin; prednison, betamethasone; flecainide, cyclizine; senna, docusate; hydroxizine; baclofen.
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Standard 9.5. The basic medical supplies in palliative care are:

. Materials to prevent/treat pressure sores;

. Materials for injections and punctions;

. Tracheal canules;

. Urinary catheters;

. Minor surgery equipment; .

. Materials for biological products;

. Stoma bags, urinary bags, etc.;

. Automatic/mechanical equipment and consumable for continuous

subcutaneous administration of medication.

GOVERNANCE AND MANAGEMENT

Principle 10. Each hospice service should have an organised governing body that has complete and ultimate responsibility for the organisation.

Standard 10.1. The governing body is responsible for: fiscal management, budget approval, fund raising, organisational policy, appointing the executive directors and for all legal certifications as required.

Standard 10.2. The directors are responsible to hire appropriate staff to provide care and carry out programs, maintaining an appropriate staff/patient ratio to avoid staff "burn-out".

Standard 10.2.1. All positions should have job descriptions, including qualifications.

Standard 10.2.2. All members of staff should receive appropriate initial and ongoing training.

Standard 10.3. The heads of departments develop operational policies which are approved by the governing bodies on an annual basis.

Standard 10.4. The hospice follows all laws and regulations of the Romanian jurisdiction.
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PERFORMANCE IMPROVEMENT

Principle 11. The hospice defines a systematic planned approach to maintain and improve performance

Standard 11.1. The hospice puts in place a process to assess and improve the quality of care or operations. The process includes formation of a staff group to identify, monitor, and evaluate and implement improvements.

Standard 11.2. Quality improvement can be evaluated using such tools as patient/family satisfaction, staff satisfaction, pain management.

Standard 11.3. The hospice has in place a process for documenting, monitoring, and responding to complaints, errors, and incidents in a timely manner. All laws and regulations regarding reporting of incidents are followed.

RECORD OF SERVICES

Principle 12. The hospice service maintains a confidential, comprehensive, timely and accurate record of services provided in all care settings for each patient and family.

Standard 12.1. The Hospice service has written policies that address the content, maintenance, security and access to hospice clinical records.

Standard 12.2. Documentation for every patient should include at minimum: medical history, biographical details, initial assessment i.e. medical, nursing, social and spiritual, ongoing records of care provided by all disciplines from admission through bereavement, care plans, medication records, other agencies involved in the care, additional records as required by law and regulations.

Standard 12.3. The clinical record contains a discharge summary for every discharged patient.
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SETTINGS FOR PALLIATIVE CARE SERVICES

Principle 13. Hospice and palliative care services are provided in a variety of settings to meet the needs of all patients as req uested.

Standard 13.1. Hospice and palliative care services may be provided as: community based home care, hospital care, in-patient unit or day care.

Standard 13.2. Service delivery should be based on available resources e.g. financial, human, material.

Standard 13.3. Home care services are preferred but inpatient services are desirable for management of severe symptoms including family needs such as respite care.

Standard.13.3.1. If there is both a home care team and inpatient unit available in the area:

. A written agreement on a common policy should be performed

between home care and inpatient unit;

. Co-ordination of care made by home care and inpatient staff. . Medical records should be compatible;

. The evaluation should be done by hospice palliative care team

(home care hospice doctor and nurse, inpatient doctor) prior to


the admission in the inpatient unit.

Standard.13.3.2. If there is only home care team is available in the area:

. The patient should live within the catchment area of the home


care team;
.

. Primary caregivers should be available (relatives, volunteers,


orphanage, elderly home);

. The hospice should have a policy to perform a risk


assessment for the safety of the patients, families and staff;

. The hospice has policies and procedures to ensure continuity


of care.

Standard.13.3.3. If only inpatient setting (hospice inpatient unit, hospital mobile team, palliative care department) is available in the area:

. The evaluation should be done by hospice palliative care team


prior to the admission to the inpatient unit;

. Patients and families should agree on the admission and


discharge policy;

. Policies and procedures should be in place to cover such items as: 24 hour administration of medications, nursing care, provision for daily nutritional needs, life safety and construction requirements (homelike in style), disaster preparedness, safety and cleanliness, provisions for family members, etc.

1st edition - 2002

National Standards in Palliative Care

ETHICAL ISSUES

Principle 14. The intention of palliative care is to provide support for the benefit of the patient while causing them no harm.

Standard 14.1. Hospice/palliative care services have a procedure in place allowing the patient to express his/her wishes regarding withdrawal of treatments, such as artificial hydration, artificial nutrition, life support, resuscitation etc.

Standard 14.1.1. Patients must be given accurate information about the stage of the disease, the prognosis and the treatment available, and its effectiveness vs. secondary effects.

Standard 14.1.2. Patients have the right to make informed decision on types of treatment, including alternative treatments, stopping treatments and refusing treatments.

Standard 14.1.3. Patients have the right to receive appropriate medication, in order to relieve suffering and for the best quality of life.

Standard 14.2. Hospice and palliative care does nothing to prolong or shorten the dying process.

Standard 14.2.2. Palliative care offers,. through symptom management and pain control, an improved quality of life for the dying.

Standard 14.3. The patient should have access to the less invasive and most convenient forms of medication and types of treatment.

Standard 14.4. If the patient is unable to decide (unconscious) and his will is unknown, the family has the right to make treatment and care decisions.

Standard 14.5. The medical team has a responsibility to always act for the best care and interest of the patient.

Standard 14.6. The medical team have the right to refuse administering or to participate in treatments that are against the best medical judgement or their personal beliefs.
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FINANCIAL AND HUMAN RESOURCES

Principle 15. The care of the terminally ill patients involves important financial and human resources, to ensure accessibility, quality and continuity of medical care.

Standard 15.1. The terminally ill patients should not be discriminated against in the resource allocation.

Standard 15.2. Hospice and palliative care need resources to provide medication, consumables and medical equipment, trained and qualified staff to address needs identified in the plan of care.

EDUCATION AND TRAINING

Principle 16. Education is an integral part in palliative care and should be provided at appropriate level for professionals, volunteers, patients, families, carers and general public.

Standard 16.1. Providers of palliative care and hospice services need training that covers specific topics, related to their disciplines.

Standard 16.2. Palliative care training should follow approved curricula and include topics of: hospice philosophy, ethics, communication, pain and symptom management, loss and bereavement, psychological, social and spiritual support, interdisciplinary team roles and functions.

Standard 16.3. Basic counselling skills are integrated into the training and work practice of all health care professionals in the palliative care service.

Standard 16.4. Providers of palliative care are involved in ongoing education and training and supervision.

Standard 16.5. Palliative care services provide education materials and resources for patients, families, carers and general public.

Standard 16.6. Palliative care services are encouraged to promote palliative care education and co-operate with medical universities and other professional schools.
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STAFF AND CARE PROVIDER SUPPORT

Principle 17. Care for the terminally ill patient and their family can be stressful for carers (medical staff, volunteers, family).

Standard 17.1. Consideration should be given to the acuity level of patients, reasonable workload (according to type of service and location)

and staff schedules.
.

Standard 17.2. The palliative care service offers _upport to its staff.

Standard 17.3. Staff are educated to recognise the difficult situations, personal limitations and to utilise effective coping strategies and to access support.

Standard 17.4. Staff support comes from a variety of sources and can be physical, emotional, spiritual and social: formal/informal, internal/external, supervisory. E.g. support groups, individual and group counselling, supervision.

Standard 17.5. The palliative care team is periodically evaluated for personal vulnerability, by the supervisor or senior staff.

Standard 17.6. Staff members who experience personal loss should receive special attention.

1st edition - 2002

National Standards in Palliative Care

PAEDIATRIC PALLIATIVE CARE

Principle 18. Caring for children in a palliative care services presents unique and challenging problems.

Standard 18.1. Paediatric palliative care services are available to eligible children and young adults whose disease was diagnosed in childhood:

. Diseases where curative treatment is possible but may fail


(cancer, organ failures, etc.);


. Diseases with limited life expectancy, where intensive treatment


can improve the quality of life (cystic fibrosis, progressive


neuromuscular dystrophy etc.);

. Progressive diseases where palliative care is possible from


beginning (mucopolysacharidosis);


. Diseases causing weakness and increased susceptibility to


complications, often accompanied by neurological deficiencies


(congenital encephalopathy, spina bifida).

Standard 18.2. Staff (including volunteers) need appropriate paediatric and child development training.

Standard 18.3. In order to provide good quality and continuity of care, good communication should exist between staff, parents, hospitals, specialists in child disease, family doctors and others involved in the care. .

Standard 18.4. Increased psychological support for families and siblings is important to help them deal with the profound distress due to the protracted disease process.

Standard 18.5. Children should be encouraged to lead as normal a life as possible, including education, play therapy, rehabilitation, and physical therapy.

Standard 18.6. Respite care, including a high level of nursing care, is an important element that should be provided.

Standard 18.7. Working within limited resources, appropriate bereavement care should be provided to family and others affected by the child's death for as long as needed.

Standard 18.8. Staff/patient ratio should be 1 nurse/8-10 patients, due to longer visits and wider area of coverage.
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